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ABSTRACT 

The paper describes a state survey to identify 
mentally retarded adults most in need of services to diminish the 
risk of institutionalization. The surveys examined nine areas, 
including medic condition and needs, self-care skills, adaptive and 
independence skills, maladaptive behaviors, and stresses and demands 
on the caregiver. Among results were that 70% of the adults were 
under age 30, more than 75% were women, 33% of all; caregivers were 
ovex--^the-age oT 60 with almost half the families reporting a variety 
of problematic situations. Additional findings revealed that almost 
30% of the adults were in the severe or profound range of mental 
retardation; that the adults varied from extreme /dependence in 
self-care to high levels of competence; and that maladaptive behavior 
was not an overwhelming problem. Demographic varibles associated v;ith 
families expressing urgency for residential placement included 
reports of more stressful personal situations including financial 
problems, responsibilities for child care or care of an elderly 
family member, serious health' problems , and personal problems. 
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The Coming of Age of Mentally Retarded Adults; An Emerging 

Crisis 

The acceptance of the philosophy of normalization over the 
pasV two decades has made community based programming the preferred 
method of offering services to mentally retarded adults, Institu- 
tionalization IS NO' longer the alternative of choice, and for all 

' BUT THE MOST SEVERELY DISABLED, FAMILIES HAVE ASSUMED PRIMARY 
RESPONSIBILITY FOR RAISING THEIR MENTALLY RETARDED CHILDREN AND 
COORDINATING AVAILABLE SERVICES, WHILE. CARING FOR A MENTALLY 
RETARDED CHILD IS NOT WITHOUT STRESS; EDUCATION, TRAINING, AND 

i 

supportive services are available, as mandated by public law 94-142, 
the Education of all Handicapped Children Act, Unfortunately, the 
specialized programs available to mentally retarded children are 
much less available for mentally retarded adults, the educational 
system is not required to provide services for persons beyond the 

1 
i 

age; of 21 and resources for adults, such as vocational training 
workshops, activity centers, and supportive services are drastically 
limited, Further, there is a critical shortage of community based 
residential alternatives for mentally retarded adults. The vast 
majority of the community residential placements created have been 
dojne so as a part of the massive transfer of individuals from 

) 

institutions to the community, thus, too often graduation from 
school for the community $ased mentally retarded adult is followed 
by a programming void in which developmental gains may be lost, 
: Without adequate programs, the normal family pattern of 
children requiring' less care and then leaving home as relatively 



•independent adults is reversed, as parents pass the usual care- 
giving stage of their lives, coping with a retarded adult may 
become difficult, particularly- when services are limited, for 
families who are no longer able to provide adequate care and 
supervision for their mentally retarded dependents, institutional- 
ization looms as a regretable, albeit necessary option, 

This developmental crisis among mentally retarded adults is 
emerging- now, the first generation of mentally retarded individuals 
to be raised at home and receive services under the auspices of 
Public Law 94-142 are reaching adulthood, ' Those mentally retarded 
persons who would have been institutionalised in the 60's or early 
70's ar? continuing to live with parents who are aging, ' in order 
to determine the extent of the crisis, we have initiated an 
inten/sive statewide system to locate families caring for mentally 
retarded adults, using the survey data, our goal has been to 
develop a procedure to identify individuals most in need of services 
to diminish the risk of institutionalization, 

METHODS 

in collaboration with the mental retardation and developmental 

Disabilities Administration, all advocacy and, service agencies in 

the state of Maryland were asked to distribute survey forks t,o all 

KNOWN MENTALLY RETARDED ADULTS LIVING WITH THEIR FAMILIES (AND WERE 
THEREFORE NOT RECEIVING RESIDENTIAL SERVICES), FROM THE INITIAL 
CASE-FINDING EFFORT 2,338 FAMILIES WERE IDENTIFIED, SINCE SERVICE 

f 

AGENCIES PROVIDED THE PRIMARY SOURCE OF REFERRAL, PERSONS WHO WERE 
NOT ON WAITING LISTS FOR RESIDENTIAL SERVICES OR DAY PROGRAMS MAY 
NOT HAVt BEEN CONTACTED, 
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The Caregiver Form of the Community Needs Survey was sent 
to all identified families, this questionnaire includes demographic 
information about the adult and family. as well as items from 
nine areas: 

1, Medical condition and needs ? 

2, Special physical and environmental needs 

3, Self-care skills 

l\. Adaptive and independence skills 

5, Maladaptive behaviors 

i 

6, Service utilization 

7, Service recommendations 

8, Caregiver's estimation of urgency for residential 
placement 

9, Stresses and demands on the caregiver 

Results 

As anticipated, initial demographic statistics reveal the 
preponderance of young mentally retarded ADULTS, 70% UNDER AGE 

30, HL% WERE BETWEEN THE AGES OF 21 AND 25. If WOULD APPEAR 
THAT THIS AGE ' Dl STR I BUT I ON REFLECTS THE MORE ACTIVE. ATTEMPTS OF 
PARENTS OF PERSONS WHO HAVE RECENTLY LEFT THE SCHOOL SYSTEM TO 
OBTAIN SERVICES, 

Displ ay Slide HI 
More than three-fourths of the primary caregivers arl women, 
and a third of all caregivers are over age 60, with over 15% of the 
caregivers being over the age of 65 there is clear indication of the 
necessity for the state to plan for services for these persons, 

Display. „Sli_de J3 
Forty-four percent of the caregivers are employed outjide the 
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HOME; 39% ARE SINGLE.. WIDOWED, OR DIVORCED; AND ALMOST HALF THE 

families reported a variety of problematic situations including 
financial problems, poor health, elderly or ill family members, and 
personal problems of the caregiver, 

.. The mentally retarded, adults sampled represented a wide 

4 

RANGE OF functional levels, 

Display Slide m 
Almost 30% of the adults were in the profound' or severe range 

OF MENTAL RETARDATION, 37% WERE IN THE MODERATE RANGE, AND 33% 
WERE IN THE MILD OR BORDERLINE RANGE , AS EXPECTED, 1Q LEVEL WAS 
HIGHLY ASSOCIATED WITH BOTH SELF-HELP SKILLS AND ADAPTIVE SKILLS. 
/ ' D ISPLAY SLIDE #5 

-Prom this slide it is evident that the mentally retarded 
adults varied from extreme dependence in self-care (10% were not 
toilet trained and another 13% required assistance in toileting) 
to high levels of competence (39% *were independent in all areas . 
of self-care). • 

Disp lay Slide #6 
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AS SHOWN IN THIS SLIDE, ADAPTIVE SKILLS ARE A MEASURE OF 
THE PERSON'S CAPACITY IN INDEPENDENT LIVING AND ENCOMPASS A RANGE 
OF FIFTEEN TASKS FROM WALKING AND TALKING TO SHOPPING 'AND MAKING 

ci-r.NGE, The everace number of adaptive skills completed was 8.45, 
ranging from 6% of the adults completing all tasks and 1% unable 
to complete any tasks. • . 

maladaptive behavior was not an overwhelming problem in this 
sample. While a majority had no reported incidents of maladaptive 
behavior, destruction/of property and physical aggression with 
family memb/^s were the most frequently reported problems, 



Several questions addressed, the need for residential place- 
ment, Fifteen percent of the families claimed that their need 
for residential placement was so urgent that. they could not 
maintain their present situation. In order to better understand 
the conditions that led families to classify their situation as 
urgent and in crisis, we analyzed all the demographic variables 
by .the family's level of urgency . 

Di splay Slide #7 " 

adults associated with families in crisis were slightly 

YOUNGER; WERE MORE RETARDED. AND HAD FEWER ADAPTIVE SKILLS THAN 
ADULTS IN MORE STABLE FAMILIES. HOWEVER, THE TWO GROUPS OF 
ADULTS DID NOT DIFFER IN DEPENDENCY (SELF-'CARE) SKILLS. WHEN 
MALADAPTIVE BEHAVIORS WERE CONSIDERED FAMILIES REPORTING A CRISIS 
SITUATION WERE SIGNIFICANTLY MORE LIKELY TO HAVE A MENTALLY RETARDED 
ADULT WHO WAS DESTRUCTIVE, AGGRESSIVE TO SELF AND OTHERS, DISPLAYED 
INAPPROPRIATE SEXUAL BEHAVIOR, DISTURBED OTHERS AT NIGHT, AND HAD 
A HISTORY OF PSYCHIATRIC HOSPITALIZATION. 

THE DISTINCTION BETWEEN FAMILIES CLAIMING AN URGENT NEED FOR 
RESIDENTIAL SERVICES AND MORE STABLE FAMILIES WAS ACCENTUATED IN 
THE COMPARISON OF CAREGIVER STRESS FACTORS . 

Display Slide its 

IN SIX OUT OF SIX CATEGORIES FAMILIES IN CRISIS REPORTED MORE 
STRF :.-?rUL PERSONAL SITUATIONS, INCLUDING FINANCIAL PROBLEMS, RESPON- 
SIBILITIES FOR CHILD CARE OR CARE OF AN ELDERLY FAMILY MEMBER, 
DbRii'US HfeAlTH PROBLEMS, AND PERSONAL PROBLEMS . 



Discussion 

These results demonstrate the complex interplay between both 
individual and family variables in contributing to a caregi ving 
situation that considers itself to be in crisis, while the 
adults in crisis situations were 'problemmat i c and required close 
supervision, the families were often elderly with a variety of 
problems not di recjly related to the presence of a mentally retarded 
dependent, in order to determine which individuals* are most in 
need of the limited day programs and residential placements available 
through the state's resources, we have designed, and are in the 
process of testing, a prediction profile combining salient 
individual and family characteristics, as mentally retarded persons 
continue to live within their natural families, additional research 
extending beyond individual characteristics will be necessary to 
identify ways to avoid the emerging developmental crisis of. mentally 
retarded adults residing in declining careg i vi ng environments. 
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Slide si 
Community Needs Survey 

1. Medical conditio^ and needs 

2, Special physical and environmental needs 
2. Self-help skills 

H. Adaptive and independence skills 

i 

5. Maladaptive behaviors 

6. Service utilization 

7. Service recommendations ' 

8. Caregiver estimation of urgency for residential placement 

9. Stresses and demands on caregiver 
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. Slide #2 

Age Distribution of Mentally Retarded Adults Living With Families 
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Age Distribution of Caregivers of Mentally Retarded Adults 
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Self Care Skius of Mentally Retarded Adults Living With Families 
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Slide #6 
Adaptive Behaviors 
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10 20 30 1*0 50 60 j?0 80 90 100 
Follow 1-st^ep instructions • "' 92 

Express needs 89 
Walk ; V 
Talk , 

Follow 2-step instructions 76 
Answer telephone 70 
Make "phone call ^8 
Cross street alone 50 
Read safety words 52- 
Stay home alone 58 
Shop ^3 
Tell time 43 
Use public transportation 22 
Make change $1,00 27 
Make change $5,00 17 
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X = 8,45 ITEMS COMPLETED SUCCESSFULLY 
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Comparison between individuals fro m cris is fami'i'ie s amh 
individua ls from stable families 

Percent - : i 
Crisis Families all Families 



Less than age 31 / . 74 69 

Retardation profound/severe 38 30 
Adaptive skills 
Maladaptive behaviors 

Destroys property 34 18 

Disturbs others at night 36 18 

Harms self -27 \ m 

Harms others . 22 . \ 12 

Inappropriate sexual behavior 15 \ 9 
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Financial problems 
Caregiver - ill health 
Family - ill health 
Personal problems 
Family problems 
Child care responsibilities 



Slid e m. 
Family Stress Factors 

Percent 

Crisis Families , Stable Families 

29 13 

33 ' 15 ,; 

19 9 ((• 

33 -13 

33 15 

16 4 




Paper Presented at the Annual Convention 

of jthe 

American Association of Mental Deficiency ' 
108th, Minneapolis, MN, May 27-31, 1984 



20 



